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Preface



Hepatitis C? Whats that?

How did I get it?

What about my family and friends?

Is there a treatment?

Am I going to die?

These are just a few of the many good questions we hear all the time: one of us as a patient and the other as a doctor, both of us hepatitis C educators and advocates. Even though more than four million persons in the United States and nearly two hundred million people worldwide are affected by hepatitis C, it is still hard to get straightforward answers. We hope to change that here.

Our own paths first converged through our common interests in hepatitis C activism and the conviction that strong advocacy leads to good health policy. We both serve in leadership positions in the California Hepatitis Alliance (CalHEP), a statewide organization that seeks to improve Californias legislative approach to the viral hepatitis epidemic, and we continue to meet with our governor and other policy makers on an ongoing basis to educate them about this condition and to inform sound public health policies in our state.

Despite our vastly different backgrounds, we came to recognize that our personal journeys in hepatitis C had significant parallels. Neither of us set out to be an expert on hepatitis C or to advocate for awareness and treatment: Hepatitis C had been an imposed struggle rather than a visionary process. For both of us our initial ignorance and frustration was ultimately supplanted by growth, hope, and success. And to be honest we have both been well served by our tendencies toward hardheadedness.

This is a different kind of hepatitis C book. It takes the form of a conversation between us, as we speak and respond to each other about our shared experiences, struggles, and successes with hepatitis C. But although we speak to each other, we are really speaking to you. You will come to learn about hepatitis C much as we did: in a gradual way, from trial and effort, from ourselves as well as the other patients whose struggles are recounted here.

Having hepatitis C can be a transformative, forty days and forty nights kind of experience. It is tough. But in these personal stories of confronting stigma and misinformation, fears and frustrations, you will find a sourcebook for medical and treatment information: what hepatitis C is and what it does, what to expect during treatment, how to communicate with your physician, ways to find the support you need, and how to advocate for yourself, your friends, and loved ones. But most of all we hope to walk you through the process of facing the diagnosis and treatment head-on, to show you that it is possible to get through this hepatitis C thingand to be curedwithout surrendering your life to it.

Christopher Kennedy Lawford
Diana Sylvestre, MD










Chapter 1

Exposures



I want to test you for hepatitis C and HIV. That was what the guy in the white coat, Dr. Rob Huizenga, told me after he finished my workup. It was 2000, he was my new internist, and Id walked into his office to deal with a sty in my right eye. Id just returned from shooting the movie Thirteen Days in the jungles of the Philippines, and I wanted to make sure I hadnt picked up some weird eye-eating disease. I figured that while I was there it might be a good time to get a routine physical. It was my first visit, but I felt a connection to him almost immediately. Dr. Huizenga is one of the top internists in Los Angeles, and he happens to be one of those big, blond, perfect physical specimensas if Rutger Hauer had moved to LA and gone to medical school instead of starring in Blade Runner. His hobby is sports medicine, and he was the Los Angeles Raiders team doctor for their entire tenure in LA before they moved back to Oakland where they belonged. Hes generally a no-nonsense-type guy. I liked him and I trusted him. That turned out to be very important to me over the next eighteen months.

I knew why he wanted to run those tests. Id been in recovery for fifteen years, but Id been a serious drug and alcohol user for the fifteen years before that. I used needles. And syringes, cottons, cookers, rinse water, whatever it took, and I shared with other drug addicts. It was a necessary thing to do. And in those years we didnt know anything about long-term, chronic, serious diseases. You could catch something really unpleasant but probably not fatal, like hepatitis B, and you might even die from endocarditis, which is an infection of the heart lining. My cousin David suffered from that for years before the disease of addiction finally killed him. But I didnt know anything about the real dangers of the risky behavior I was engaged in until after Id stopped using drugs and alcohol.

I got clean and sober just before HIV really started spreading. Hepatitis C? That wasnt on anyones radar. Oh, I knew about hepatitis. Im the poster boy for hepatitis. Id gotten hepatitis B in my early twenties from a dirty needle, and Id spent a very bad week at my grandmothers house in Palm Beach, thinking I might die and just wanting to get better so I could get back to doing what Id been doing. And then, five years after I cleaned up, I was at a lunchtime recovery meeting in Santa Monica, eating a perfectly delicious tuna salad, when I was introduced to that nasty virus known as hepatitis A. I didnt know it at the time but hep A is spread mainly through bad hygiene. For instance, infected food-prep workers who dont wash their hands after using the bathroom can spread tiny amounts of virus-loaded fecal matter onto a piece of lettuce, turning a harmless tuna salad into a bioweapon. Now enjoy your lunch!

After I had been sober for five years I began to hear about an addition to the hepatitis alphabethep C. A few of the folks trudging alongside me on the recovery road of happy destiny were getting diagnosed with hepatitis C, and it didnt sound good. The whispers I heard in the meetings were that this new disease could chew up your liver and put you in line for a transplantmaybe even kill you. There was a treatment, but nobody was speaking very enthusiastically about it. Then two friends of mine Id run with back in the day were diagnosed with hep C. Thats when I got scared. If my mates had it, maybe I did too. One of them began treatment. This was in the early days, when treatment consisted of injecting a drug called interferon into ones thigh daily or several times a week. After six months or so of being depressed and feeling as if he had the flu, he was told by his doctor that the treatment hadnt worked.

The impression I got from his experience was that the treatment was worse than the disease, which scared me to death and convinced me that I should never get tested. But whenever I ran into one of these guys my fear would spike, and Id have the conversation with myself. Whenever I get scared I start talking to myself. Well, nothats not quite accurate. What happens is, the voices in my head start talking to each other and I just go along for a terrifying ride. The voices would have a field day during my eleven months of treatment for hepatitis C. Theyd make stupid jokes to ward off fear, and they were often pretty ignorant about medical procedures, including liver transplants. And one of them was really, really against the whole idea of treatment.


JUNKIE CHRIS:

Why should we get tested? I dont want to shoot some nasty drug into my leg every day that makes me feel like shit, and probably wont work anyway!



SOBER CHRIS:

We should get tested. This thing can kill!



JUNKIE CHRIS:

Come on. We look good, we feel good, were not sick We dodged another bullet, man.



SOBER CHRIS:

But what if we have it?



JUNKIE CHRIS:

Well be spending lots of time at the zoo, checking out which baboon well be getting a liver from.


Eventually the sober, more prudent Chris prevailed, and I started to think seriously about getting tested. A friend from college had become an emergency-room doctor, and I asked him to test me for hep C. I didnt want to go to a doctor I didnt know and have to explain why I thought I needed the test. There was a certain amount of shame and fear in me at the time, even though I had dealt openly with my addictionbut this was a serious, potentially fatal disease. A disease I didnt fully understand. Was I contagious? Would I become some sort of pariah? Was I looking at dragging around a swollen belly as my liver slowly shut down and I turned yellower and yellower? Shit! This was not good. It felt like my past was catching up to me, after so many years of sobriety. Was this some kind of punishment for my misspent youth? Finally my doctor friend gave me a blood workup and a week or so later said, Youre fine. You dont have it. What a relief. Junkie Chris was rightanother bullet dodged.

After that hepatitis C was totally off the table for me. I did worry about HIV, but if I was afraid of getting tested for hepatitis C, I was terrified of getting an HIV test. I was pretty sure I was safe, because the last time I remembered putting a needle in my arm was in 1981, just as the first cases of what would become AIDS were being identified in the United States. But lets be cleara drug addicts memory is anything but clear, and there was always a fear that Id gotten sober only to die of AIDS years later. It seemed like the perfect ironic twist, an exclamation point on a privileged life gone unappreciated and unrealized.

So heres what I told Dr. Huizenga ten years after my emergency-room test for hep C. I havent had an HIV test and I probably should have one, but dont bother with the hepatitis C test because Ive already been tested for that, and I dont have it.

Fortunately for me I was standing in front of a doctor who wasnt going to let me weasel out of what I needed to do. Wed just gone over my history, and he was not going to take no for an answer. He said, Look, your liver function tests are a little high but in the normal range. Not high enough to dictate a test, but given your history I think its a good idea.

Yeah, my LFTs have always been a little high. Thats normal for me. Theyve been that way for years. That was another reason I knew my liver was fine. While I was drinking and using drugs, doctors warned me that I had elevated liver function tests. I always assumed that was a result of my substance abuse, and sure enough, when I got sober, the liver function levels dropped down to normal. High normal but normal.

Okay, he said. But humor me. I want to see for myself.

I did a couple of things right. I picked a doctor who could handle the truth about my history, and then I told him the truth. Im sure that influenced his insistence on testing, and that in turn might have saved my life. Rob told me later that if hed been testing only patients with high liver functions out of the normal range, I wouldnt have qualified.

I got blood taken for the tests, and then I more or less forgot that somewhere deep in the basement of some building, in a blood lab on the Westside of Los Angeles, a lab technician was testing my blood, looking for the presence of not one but two life-threatening illnesses. After all, I was pretty sure I didnt have HIV, and I knew I didnt have hepatitis C.

Two weeks later I got a call from Dr. Huizenga. Ive got good news and Ive got bad news. Lets get something straight: A doctor calling up and saying hes got good news and bad news is never good news.

You can always count on an addict to go for immediate gratification before dealing with any unpleasantness.

Whats the good news? I asked.

Well, you dont have HIV, Dr. Huizenga responded.

Thats great. I said. Whats the bad news?

You do have hepatitis C.

No fucking way!


Chris isnt the only one to have gotten hepatitis C wrong at first: So did I. And that is something you should understand right up front. You see, I am not a hepatitis C doctor, I am a doctor who treats hepatitis C. That distinction may sound meaningless, but for me it has been central to everything I have done in this field. It means this: I am not a trained hepatologist; I dont belong to the club. I am a specialist in addiction medicine. I didnt start out with a burning desire to follow the traditional training path and take on the hepatitis C virus. I came to understand hepatitis C much as you probably have: I had no choice in the matter.

The kinds of hepatitis C patients I like to care for are rejected by society and the traditional medical system. They are poor, uninsured, mentally ill, and homeless. Many have decades-long histories of drug use before they surface in my clinic. But inside those patients is the fundamental kind of warmth and gratitude and honesty that many people never see, because it is a challenge to bring them out. And so I eventually came to treat large numbers of hepatitis C patients like these for no good reason other than I had to: There was no other option at the time. No one else would do it. If you dont want to read about this kind of hepatitis C patient, now would be the time to stop.


In my case the story starts in 1995. I had just taken a new job doing medical intakes at a drug treatment program in San Leandro, California. Dr. Carolyn Schuman was the medical director, and she ran the good kind of community-based nonprofit treatment program that cared about its patients. At the time I didnt know all that much about taking care of drug users. I thought it would be something challenging and interesting to learn.

Unfortunately, like many drug programs for poor people, the facility was dingy and depressing. The floor was cracking in half where the doublewide building had originally been joined. The walls wore years of scuffs and scratches, and windows were crusted with dust and cobwebs. Doors didnt quite fit and sometimes locked themselves shut. The bathroom reeked like the ones in a bus station; it hardly improved when a gallon of disinfectant, my first donation, was dumped on the floor. I came to understand that when you are poor and you are addicted, you dont complain about these things. No one is going to pretty things up just to get your business. And by the time you enter treatment you figure: This is what I deserve.


My job was to interview new patients, do a physical exam, and check some basic blood tests to make sure all was reasonably well and that starting drug treatment was safeas if the alternative could ever be considered safer. It was usually a matter of getting through the history and physical as quickly as possible because patients in drug withdrawal are not feeling well, and then reviewing the laboratory tests later as they became available.

But in going through those results, I kept coming across something unusual. What is going on with these liver tests? I wondered. One after another of my new patients had elevated liver enzymes, suggesting some kind of problem but not really pointing in one direction or another. Liver enzyme abnormalities can mean a million things. The ones I was noticing were usually minor and intermittent, and often they had been present for years without attracting attention. Few patients had ever been told that their tests were abnormal, and with far more pressing concerns about stopping drug use, even fewer seemed to care. Was alcohol causing it? Heroin? Cocaine? I had no idea.

I still cringe when I think about that: having no idea that hepatitis C was staring right at me. During my years of fancy education and internal medicine training at Harvard Medical School and Brigham and Womens Hospital in Boston, we would see patients with the strange condition called non-A, non-B hepatitis all the time. They had been blood transfusion recipients, hemophiliacs, cardiac surgery patients. We would shrug because there wasnt much to do. For fifteen years we had called it by that strange name because we only knew what it wasntnot hepatitis A, and not hepatitis Bbut despite armies of researchers, we didnt know what it was.

And then in 1989 the code was cracked. Elegant work by Dr. Michael Houghton and his colleagues at a biotechnology company called Chiron, and the Centers for Disease Control (CDC) in Atlanta, had led to the cloning of the non-A, non-B hepatitis virus. And finally it was given its real name: hepatitis C. It was a scientific tour de force, because at the time the virus had never been visualized, grown in culture, or immunologically defined. Dr. Houghton and Dr. Harvey Alter from the National Institutes of Health (NIH) were subsequently given the Lasker Award for their achievements in hepatitis Cone of the most respected scientific prizes in the world. It was a big exciting deal, this work. I followed it closely.

Within three years, while I was otherwise occupied as a fellow in molecular immunology at Sloan-Kettering Institute in New York City, this remarkable discovery had led to the development of a highly accurate hepatitis C diagnostic test. In 1992 universal screening of the U.S. blood supply began. Until then hepatitis C had been a fairly common consequence of having a blood transfusion. Despite improvements in the blood collection and screening processthe elimination of paid donors, the initiation of mandatory testing for hepatitis B virus protein in 1972 and, starting in 1987, the rejection of donors whose blood had liver enzyme abnormalities or signs of prior exposure to hepatitis B infectionas many as one in twenty transfusion recipients were still infected. The number of people who had been exposed to non-A, non-B hepatitis, now called hepatitis C, was immense: some four million in the United States alone. This unfortunate fact had distracted most of us, including me, from recognizing its even greater impact on the patients that many of us paid little attention to: injection drug users.

To this day a lot of people automatically associate hepatitis C with drug use, failing to recognize how many people were exposed in other ways. That unfortunate misconception still keeps people from asking for the test. In fact in some of the years before we began mandatory testing of the U.S. blood supply, there were nearly two hundred thousand new cases of hepatitis C annually, many of which were contracted from blood transfusions.

What many people dont know is how the two transmission modalities are interrelated: It was not uncommon to offer jail inmates a sentence reduction for donating a unit of blood. Many had been incarcerated for drug-related offenses, and they were happy to comply with a request for blood if there was something in it for them. Unfortunately, being drug users, many were also infected with hepatitis C. It was an unintentional collision of scientific ignorance and uninformed drug policies focused on incarceration instead of treatment. One of my hepatitis C patients proudly showed me his donation card from prison. He had given two gallons of blood.

But there are other ways to get hepatitis C. Even though sex is a pretty inefficient way of transmitting the virus from person to person, about 15 percent of cases are related to sexual transmission. That adds up to a good number, when youre starting from four million. Sometimes hepatitis C is passed from mother to child at the time of birth, and there are needlestick injuries and the like. And in about 10 percent of cases, we just dont know for sure.

What it comes down to is that in those years before we began testing the blood supply, there were so many new cases of hepatitis C each year that people like me didnt notice its immense impact on drug users, even though I should have. In fact, because hepatitis C is so easily transmitted by even small amounts of blood, over 90 percent of current and former needle users in some localities, including mine, had been exposed. Like many, I just hadnt been paying attention. Addicts? They had pretty much been off my radar. Little did I know that they would eventually teach me everything I needed know about hepatitis C.


Dr. Huizenga had seen it all before and this wasnt the first time hed given a patient bad news. It came with the territory. His bedside manner was steady, unflappable; he was ready to make a plan. I, on the other hand, was reeling.


JUNKIE CHRIS:

Nice, Chris. Leave it to you to survive drug addiction, clean up your life, and then die from a disease you got twenty years ago.



SOBER CHRIS:

Im not going to die. Theres been some kind of mistake.




JUNKIE CHRIS:

Dont be too sure, my man. You werent very careful back in your adventuresome youth. I hear this hep C is a mofoliver cancer, cirrhosisdoesnt sound like too much fun to me. Remember how yellow and hurting your father was when he died? The cirrhosis had turned his liver into a piece of corrugated cardboard.



SOBER CHRIS:

Good thing it was me talking to the doctor, not you. You wouldve just lied to him.



JUNKIE CHRIS:

Where did being honest get us? We have an incurable disease, and were scared shitless!


I got the voices to shut up so I could talk to Dr. Huizenga.

How is this possible? I was tested years ago and I was told I didnt have hep C.

They got it wrong, Chris, but it might not have been the doctors fault. The diagnostics were not as good back then; theyre better now, Dr. Huizenga said.

But I dont feel sick. I feel fine. I really do. I was trying to convince both him and myself I was okay.

Thats not uncommon. Many people with hep C have no symptoms, maybe fatigue, but nothing else until the virus begins to significantly damage your liver. Are you tired? he asked.


I guess, I said.

How tired are you? Dr. Huizenga pressed.

Well, Doc, Im forty-five years old, I have three kids, Im an actor, I produce segments on an entertainment-news program, and Im trying to get my dot-com off the groundIm tired. Who isnt tired? I dont know how tired I really am. Im regular tired, I guess, like everyone. Not hepatitis C tired, though. No way, I said, hoping I was right.

But I could see it right there in my chart: Lawford, Christopher: Hepatitis C antibody screen: Reactive.

Maybe someone made a mistake. I mean these labs make mistakes all the timedont they? What if the earlier tests showing I didnt have hep C were right and this test was wrong? And I even think some other doctor told me at some point that I didnt have hep C. I mean, I couldnt swear to it, but how could two doctors have screwed up like this?

In his calm, no-drama, this-is-the-way-it-is kind of way, Dr. Huizenga explained that the results from the test he had given me were accurate and that I shouldnt blame the doctor or doctors whod told me I didnt have the virus before. In the years since Id been tested, the hepatitis C screen had become more accurate, and since the rest of my blood tests were in the normal range, no one had thought to have me retested. A lot of people assume that if they have hepatitis C, therell be something abnormal in the regular liver enzyme tests, but often this isnt the case. Many people with hepatitis C go to the doctor, dont mention that they have a risk factor, and their regular blood tests are completely normaleven though they have hepatitis C. So they dont have the specific hep C test done, and the virus goes undetected for years, even decades. Thats one of the reasons hepatitis C is called the silent killer.

I think back to that time a lot. About how hard it is to hear that you have hepatitis C, even if you think you are prepared. But as hard as it was, I know today that my honesty probably saved my life. Theres still so much shame and misinformation out there about hepatitis C, even though there are upward of four million people in the United States alone who have been exposedabout
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